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My name is Alice Ekrst, and I am the Pounder and Executive Director of the Nationai 
Foundation for Celiac Awareness. On behalf of all Africans who suffer with ceiiac 
disease, I appreciate the opportunity to provide ~nformatjon on consumer 
understanding of the term “gluten fre *’ and the p~rcha~~g practices of celiac 
patients and their caregtvers for today’s public meeting on gluten-free labeling, 

The National Foundation for Cefiac Awareness prepared a short survey which was 
posted on our website, ~ww,c~~~acaw~ren~~.o~, and was e-malted to support 
group members around the country. e received i~formatlv~ and Hewlett 
responses to a set of 7 questions that were developed based on Q~~st~~ns 8,9 and 
10 in the notice for today’s public meeting. We whf submit their full responses as 
part of our written comments and I wlU summarize them here for you today. 



The respondents are educated consumers and spend considerable t@ne and effort 
educating themselves and researching the contents of the food they buy in stores 
and eat in restaurants. They reiy on the “gluten-free” label and express trust in food 
manufacturers who ‘have policies not to hide food at~e~~ns and g&ten, When given a 
choice, they buy products that are labeled “gluten-free” over those that are not. 
They are thriled that f&d labeling wHI be soon be impruved because it will save 
time, reduce frustration, and provide a measure of co~~de~ce that they and their 
farniNes are eating foods that are safe, 

Following are the questions we asked and a summary of the,~spon~es we received. 

1. What does the term !‘gluteni-fme” mean to you? 
The overwhelming response was that “gluten-tie” means ~g~uten-free”, that is, that 
the product contains no’ gluten from wheat, barley or rye, and related grains. A few 
mentioned ‘above a safe threshold’, but in general r~po~dent~ expressed an 
understanding that no gtuten is present in the food product, either directly or as a 
result of cross-contamination. 

2. Now do you ldentifjt foods that do not contain gluten? 
The primary response was “read the label”, followed by: calving and e-malling 
manufacturers, food lists from ceiiac support groups, references pru~~~ed from 
medical providers, and the internet. Often people read lab&s calr manufacturers 
to confirm, having learned about cross-contamination potential and changing 
manufacturing practices as hidden sowrces of gluten. zany mentions calling the 
manufacturer while in the grocery store in order to be aMe to make a safe purchase. 

Respondents expressed the need to I for ingredients other than at, barley and 
rye, for example, maltodextrln, modified food starch and ‘other ingredients that 
contain gluten in reaEity but not in their names, 

Many mentioned the difficulty ‘in eating out safely, because re~ta~~~~s don’t always 
know whether gluten is contained in the bulk ingredient they buy. 

3. How much time do ym spend identifyir!g gluten-fme fbot>ds? 



The responses to this question varied. Some folks indicated that now that they are 
educated and have their lists it does hot require much tlme, others spend 30 minutes 
or more extra each week reading labels and researching ingr~len~, Several people 
said that grocery shopping takes twice as long or more nuw. It was frequently 
expressed that they would prefer not to use their cell phone minutes calling 
manufacturers to confit’m ingredients while in the grocery store. 

Many have come to rely on the current “gluten-free” label as a time saver, and seek 
out brands from compa,nies such as Kraft and McCormick who have voluntarily made 
allergen and gluten information available on their packaging, Many expressed the 
need for a uniform label so it would be faster and easier to find the info~a~on. 

4. When you purchase packaged foods, do you purchase foocds that are primaMy or 
exclusively labeled “gluten-free”? 
Many respondents indicated that they do purchase products that are labeled “gluten- 
free” if available. They ,also indicated that they must purchase products that are not 
labeled, and in order to do soI .they must read the lngr~ient list. Many mentioned 
the added expense of products that are labefed “gluten-free? 

5. If so, what types of packaged hods that are labeled ~‘g~~~en-free~ do you 
purchase? For example, breads, dairy foqds, canned vegetables? 
Respondents listed items such as: cereals, pancake and baking mix 
deserts, crackers# sauces, frozen meals, hot dogs, sausage, sliced meats, candy, 
protein bards, muffins, pasta, spices and seasonings, soy sauce, cookies, brownies, 
waffles, flours, prepared mealsI soups, pizza, rice and pasta mixes, corn tortillas, 
cheeses, margarine spreads, pretzels, beer, gravy mix, pep i&en and beef 
stock, donuts, snack foods, dinner mixes, vitamins, pudding, packaged vegetables, 
gum, mints, toothpaste, nuts, drinks and drlnk mixes, c~ndlments~ salad dressing, 
and dairy products. 

6. Does a “gluten-free” iabe/ ~~~ue~c~ your ~u~has~ng de~s~o~ whew you have a 
choice among products having id~~t~~i ingredient IiXsT 
The overwhelming response was “yes”. People indicated that they felt confident that 
the food was safe for them to eat if it bad a ~gluten-face label. 
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Full Responses to Gluten-Free Food Labeling Survey 
conducted by The National Foundation for Celiac Awareness,. Aug?ustt, 

As % #Sac diseess patient or a caregiver of a~ cefiac dfsaase patient, 

1. What does the term "$lutan-fraa"' mean to you? 
Food hbeled Gluten-free should have amounts of wheat, qe, barley and oat pr!&eAs b#ow We& determined by research to 
have little effect (perhaps 2i) ppm). Some research indicates some Celiacs do react to oats (and perhaps dropped out of the 
initial studies on oats), plus wheat contamination tevels in oats is high. 

2. How do you ident&@ foods that do irot izonwln 
Read labels, call manufacturers, get food lists from celia ties and from caliac email Eists, and read labels. 

3. How mud! time do you spend IdemifyEag g&ten e foods? 
30 minutes/week now since have lists of acceptab& items. 

4. When you purchase packaged foods, do you purcha foods that am ~~rna~~or ~~~~ve~y labsled “glutenu 
tree”? 
No, it’s preferred but I trust many other items. 

5. If so, what types sf packaged foods thet %NB #abPtlied ~g~u~n~~‘~ do you pu 
foods, canned vegetables? 
Cereal, pancake mix 

? For example: breads, dairy 

6. Does a “gluten-free” label influence yaw purch 



identical Ingredient Ikts? 
yes. 

7. Would you like to share any other thou#te %~~ the need for airy, un dabCe food labeM@, or your 
experiences with food labelln$j? 
I’m very much looking forward to proper labeling. 

LWhat does the term Igluten-free? mean to you? 
That the product contains NO wheat or gluten 

2. How do you identify foods that do not contain glqtep? 
I and my wife tabel of every food we buy to see if it contains, wheat, barley, malt or modified food starch. We then reject any 

product that contains any of these ingredient6 Labeling as Gbten free would save us a lot of time and trouble. 

3. How much time do you spend Identifying gluts 
About 25~ minutes per week reaching labels. 

e foods? 

4. When you purchase packaged f@ods, do you purchase foods th&t are vernally or exc#usive!y fabeled Pgluten- 
free?? 

No but we purchase “gfwten-free” labeled products if they are available. Otherwise we have to read the label for all ingredients 
and se if there is a problem 

5. Zf so, what types of packaged foods that are,labe#ed ~g~u~nm~en? da you r~asef Far example; breads, dairy 
foods, canned vegetables? 
Everything. Breads and deserts are the, most common. Most other products are not currently jabefed “gluten-free’ 

6. Does a ?f&ten-free” label infiuence your pu 
Identical ingredient Rsts? 

hrg decisien when you h$trro b cholicer among products hating 

Yes. I would much prefer to buy products labeled ‘j$uten-free” 
7. Would you like tn share any other+ thoughts about *he need for ;irccurate, unde n&able food labelgng, or your 

experiences with food IabellngP 
I think that the title “gluten-free” should be reserved for products that are cleariy wheat-free* My father is 87 and highly> 

sensitive. Even a small amount of gluten triggers an upset, I think we shoutd be coonservatlve in what we aliow Q be labeled 
‘gluten-free” 

1, What does the term “gluten-free” mean to you? 
Gluten-free means that a product has virtually no detect%& amount of gluten in it and was not produced in a facility where 
gluten-products were present that could produce cross-co@minatlon in the production c)r tackling process. Giuten-free also 
means that none of the component ingredients contain gluten. 

2. How do you klefitify foods that- do not contain ~~~%n~ 
I look at ingredient lists, refer to lists I have accumulated fmm manufactumrs and celiac support groups and reference materials 
from medical providers. 

3. How much time do you spend ~~n~~n~ gMen foods? 
I spend a considerable amount of time. 
were diagnosed with Celiac Disease. 

X: can’t qu~ntlfy lt,‘but jt is probably 2-3 times more ,than 5 spent before my two children 
I find shopping more tme-consuming and d%flcult ~a~c~l~~y lf I am attempting to 

purchase unfamiliar focal Items, dining out, or sholjping away from home. Typlcaily, X have a cirdumscrlbed range of food 
products that f purchase because I have already researched them and feel confident about their gluten-free status. Because of 
the time-consuming nature of all of this, I tend to shop at only one grocer that cat@rs % gluten-foe shoppers. I depend heavily 
on purchasing products by mail order. If I am traveling, E have to do extensive on-line research In advance to kxzate grocery 
stores and restaurants where my children. can eat before we travel to a new area, 

Dining out is particularly difficult because restaurants often cannot provide Ongradient lists fclr the food items they use in food 
preparation. They purchase food items in bulk and oft?en the packaging does not provide lngredlent lists. Restaurant-grade food 
items often has unexpected gluten conte@t as well (modfled food st@-ch in the sour cream, for example). Meat that has been 
pre-treated with tenderizer from the man&+facturer at a restaurant may have gluten in it, Salad dressing can be a problem and 
ingredient lists for such things are often npt available. It can be stressful, when traveling, to go into a restaurant and have a 
chef/waltperson be rude or unreceptive. We tend to avoid restaurants in gen&raF utrless we know they have glut@n-free menus 
for this reason. 



4. When you purchase packaged foads, do you ~r~base foods thgt arq ~~rn~ly,~r exchasplvaly labeled “gluten- 
kee”? 
Yes. If it is not labeled, gluten-free, then I have already checked with the manufactuwr to d@mnine that it is gluten-free, 

5. If so, what typas of packagad foods that ara lab@ad “gk&an-fraV you pwrch ‘4 For ax~mpla: braads, dairy 
foods, cannad vegetabk#s? 
Bread, crackers, baking mixes, sauces, frozen meals, hotdogs, sausage, sliced meats, candy, &otein bars, mufftins, pasta, 
cereal, spices and seasonings, soy sauce, cookies, brownies. 

6. Does a “gluten+a&* label influence your p~~~~n~ da&don when you have, a ~~~~a amomtg products havgng 
identical ingradknt lists? 
Absolutely! 

7. Would you like to sharq any other thoughts about the need far ace&w&e, unda ridable food labeling, or your 
experhmces with food iabaUng3 
Living with a Cellac Disease diagnosis arid contending with a gluten-free diet can be extmmety d~fficuit and challenging. My two 
children encounter countless barriers and obstade‘s to Wing normal lives because of the u~av~~~~i~ of giuten-free food 
alternatives in our community. As I look towards my eklost chid turning $8 this year and becoming an independent adut I 
have significant concerns about the enormous task thatfaces him in managing his diet in a world where he must &her eat a 
very circumscribed variety of “safe and approved” foods or else he must be &epsred to ~ll,rna~t~F~~u~~ to research gluten 
content on hisown on a weekly basis, mere are great on-J&e resources avaihble now to identiy these foods, but 
manufacturers are continually Changing their ingreUients and it is cumbersometo have. to always refer to lists and internet sites 
every time you go shopping. This is a bordensame way to live and it make5 Cekac Di~eese itit0 a d%ablity because of the many 
barriers individuals with this disease must face. If gluten content was properly t&elect on” food &ems, individuals with Celiac 
Disease could manage their diets and avoid gluten exposure much more easily! Given the lnc~asing diagnosis rate, this seems 
like an absolute necessity. 

1. Gluten free means foods without the forbidden grains and oclt just those that say wheat free; 

2. I identify gluten free foods by reading labels and knowh~ in advance what is showed and what is not allowed on by Special 
diet. 

3. It is time consuming to identii gluten free products, but the time involved is absolutely essential. 

4. My answer is thoroughly gluten free. 

S. All of the above. 

6. Absolutely. 

1. What does the tarm UgkMm-free” maan to you7 
The patient cannot eat or drink anything that has a whit base. 

2. How do you identify foods that do qot e@ntain glen 
Read food labels and ask questions. 

3. How much time do you spend OdemifyW@ ~~~tffn-~~e foods? 
Not as much time as I should, but 1 am more aware of the problems that face people who 
suffer from this disease, since my niece was diaQnoSed with it. 

4. When you purchase packaged foods, do ysu purdrasa foods that afyl g~rna~~~ QP e~~u~valy Iabefed “‘gbten- 
free”? 

I read the food labels to make sure there are no wheat based productS listed. 

5. Jif so, what types of packaged foods that ara Wmlitd w 
you purchasa? For exampier braads, dairy f~ds~ caMad 

6. Does a “glutan-fraa” label influanca your purch 
have a choia among products having idantic@ ~ngr~~nt listg? 



It would make shopplng easier because I would not have to read the ingredient labels. 

7. Would you like to share any oth%T thoqgbts @bqt th% need for %~+zcw%te, 
understandable food labeling, or your axp%r@%nc%s w&b food htb%itig? 

I have noticed in the past year that mara p&uaS an% using the “gluten-free” lab@. f Hope that the pressure will be 
continued to make sure that all products that are “g-P” w$ll get the proper Wellfig. This wilt make it easier for the patient to 
adhere to forced diet with less stress. 

1. What does the tarm ugkrten-fr%#’ m%an to you? 
-to me, it means eating a diet that contains absolutely no traces of gluten (wheet, rye, barley, and oats) 

2. How do you identify foods that do not qntain gh&%n? 
I usually look at the ingredients. If its a pratty long Ii& of ihgredients, f usually just asstime It has gluten unless I have 

aiready been tokl it is gluten - free. If the list of ingredients Is shorter, I read the tist to make sure. 

3. How much time do you sp%nd ld~~~ng.gl~n~%% f%ods? 
I usuaily spend around...1 don’t know,..30 seconds to a minute. It really daesn’t take that long 

4. When you purchase packaged food& do you purchase foods that ar% ~~rn%~~y or ex~~i~e~y labelad ““glut%n- 
free”? 

No, not always. I usually only by frozen meals that say gluten-free 

5, If sa, what types of packag+d foods that are ta&brsb n m&an-fww” do you ~~~%s%~ For example: br%%ds, dairy 
foods, canneil weg%tabl%s? 

I buy the breads and the cereals. Also the frozen meals and waffles. 

6. Does a “glutcan-fr%%” label Dnfluencc? your ~~as~fl$ d%crSion wbea you b&v% % chokzer among products hating 
identical ingredient Ulsts7 

Yes it does, because l am more confident of the fact that th@ product IS @ten free 

7. Would you like to share -any other thcuphts about the wad for accurate, u ~~~$able food laballing, or your 
experiences with food labeling? 

I think that “gluten-free” should be put at the end of ingredients that are gluten free Or it should say “contains gluten” so that 
it is much easier to read and won’t take up as much time, 

1. What does the term “gluten-free” mean to you? 
No wheat, rye barley or oats, triticale, spelt and a.few other grains. 

2. How do you identify foods that do not contain g+&en? 
Read lots and lots of labels! Call and email companies. Check lists of mainstream-gluteq fre$? products. 

3. How much time do you spend k&ntify9n@ ~~u~n~~ foo#&P 
I spend hours shopping for fodd. I go to $everal stores. I can be seen scruWlzlng, labels adn eveven many times calling companies 
on my cell phone, which I do not appreciate using my mlnwtes, especially ‘if I have to wait. Sometimes they promise to return 
my call and do not. Very frustrating. 

4. When you purchase packagad foods, do you purch*%% foo6s th%t %re ~rna~i~ or 
free? 
I do get some but not many. No, much too expensive. My son and I are celtacs-and it uvould brc?ak our budget. Plus my 
husband is not ceiiac and I need to cook “normal foods for him (e.g. wheat pastas). 

5. Lf so, what types of packaged foods that %re C ad “ghmm-frm” do you rvz&uw# Forr axample: brewlsl dairy 
foods, canned veget%btes? 
Bread and baked products from Whole Foods. Sometimes boxed mixes. and g&&en free flours. All are very expensive. 

6. Daes a “gh&%n-free” labet linfiuence your ~~s~%g decision wbdn you h%wa a cho among products having 
identical lngtedient U#s? 
Sometimes, if I have the money. 

7. Wou# you like to share any other thoughts abo%t+he 
%xp%rknc%s with food labsllng? 

for %~~t%~ u* ridable food Iabdling, or your 



I would like to have guidelines like some of the companies have now. such as McCormicks and Kraft for exampie. there are other 
companies too. They say they do not hide gluten ur any of &e 8 major allergens. They wilt state .if there is any gluten right on 
the package. 

There are so many questionable ingredietis that may or may not contain gluten such as fiavors, spices, fillers, HVP, soy sauce 
(usually wheat based but not always), caramel coloring, etc. 
I cannot say enough for these guidelines. I realiy ejlpreciate the companies that do have th policies. I feel safe with them; 
but still it is so important to read labels and that is 50 V&Y TIME CONSUMrN~!! 

I am 27 year old female with celiac disease living in Maryiand. 

1. What doas the term “gluten-frea” mean to you? 
It means that if I eat it, I can be 100% confldent that.1 wiii not feel sick that night or the next morning. I run a store, and it 

does close for the day because something “accidentally” contained gluten:) 

2. How do you ldantlfy foods that do not aontain $l~~? 
By only iooking at brand names that I have been told are very specific about wheat, malt, and som@times, even mgh.&?nen” in 

their ingredients labeling section. 

3. How much time do you spend identifying gluten-free foods? 
As long as it takes!!? At least 20 minutes a dayl! 

4. When you purch;ase packaged foods, do you purcb&set foods that era prknarlly or ~~~s~v~y 8abaled “@ tuten- 
frea”? 

Yes. Therefore, I don’t realiy have the convenience right knaw of buying many “packaged” 

5. If so, what types of packaged fooils that ara labslad “gluten-fraa” do you ~~~ase~ for example: bresds, dairy 
foods, canned uegatimbhs? 

i would buy THEM ALL Right now all I know of that is iabeted is mostly frozen foods and canned goods. L would like to see 
more popular cereals, candies, ice cream, Uncle Bens rice mixes, etc labeied 

6, Does 8 ‘gluten-frea” labal fnfluena your @u 
Menti& ingredient Ms? 

definiteJy!!i!!i!!! 

havfing 

7. Would you ffke ts share any other cough &~~,~ m&l for wxu 
experlances with food faballng? 

labeling, or your 

I would also like to see more sauces fbbq, etc) iabeted, aand salad dressings &. yogurts tool 

1. What does the term “‘gluten-frea” mean to you?. 
No wheat, rye, barley or oats, spelt sor triticaie. 

2. tiow do you identty foods that do not contain 0 
By reading labels, calling manufacturers about question e ingredients and e-maiiing companies. 

3. How much time do you spend ~da~~f~ng gluten%-Prea fQOdS? 
I have spent and still spend hours and hours shopping and caiiing and e-mailing. I do not appr~~te having to use my ceil 
phone minutes, having to wait for quite a while at tithes t0 g@t the inf~~~i~ I need and sometimes companies are not even 
open when I am shopping and also do n& always return my caiis. 

4. When you purchase psckagsd focds 
I do sometimes , but GF foods are very expe 
(expensive and not much too them). 

ds th8t we p~trna~~~ 
my budget. 1 purcharse zen faods at times 

S. Is so, what ty of m-wed arc1 kl “gluten-free~ dcb yuu purch for 4N8t@8: bre8d8, 
dairy, canned vaggleap? 

I buy breads and other Baked foods fro& Whole Foods which they bake in,their GF bakery in south Carolina. 
Also, I buy Amy’s frozen Mac and thee+? and some of their other frozen dinners {very ~~en~~~e), I get these only to have 
something on hand if need be. My 1g-year-old son is atsd ceiiac and goes to work whiie I am stiii at work and often needs to eat 
something or even to bring something to eat for dinner at work. 



It is very hard to eat out or fast food when one is celiac. 

6. Does a “gluten-fraa” label Dnflwenca your ptw+slng clackdon when you have a ch~ica among praducts having 
identical ingrediants? 

Not necessarily. I know some products by certain companies, e.g. McCormick’s, Kraft%, Tysorr~s, certain brands of spaghetti 
sauces, certain brand named hot dogs, etc. which have a policy of not hiding any of We 8 major alergens, So if I don’t see 
anything on the label, I Know I am safe. These are products I can buy in the regular groceiy stores. I buy regular foods as much 
as I can because of the cost. 

7. Would you like to share any,other thoughts about tha wed fw aocwgk unda 
experiences with food fabellng? 

ndabie food labeliisng or your 

As I have already stated above, the time-consuming hours of shopping is because of Iab~ll~Q wMch is not clearly marked with 
the allergens. People need to see these immediately. on t@ labels, To have the confidence that what I am buying will not hurt 
me or my son, would be so very comforting, if only alt lahellng’ were done in this way. With so very many questionable 
ingredients and also cross-contaminatlo$ issues, you qn sea the problems and the definite nead for proper food labeling. 

I have lists and lists from companies and also from gluten-free intern@ sites which I bring in a large canvas bag to the grocery 
store. This is also very time consuming and if I stop at the,grocery store and do not heve this baQ‘wi.th me, I cannot always 
purchase something I might see or need or is on sale, for fear that it might RoEbe gluten free. 

I would really, really like to see all food labeling to state qny of the 8 major food allqgens. 
Hello. I have 2 young sons with CD. My 5 year old gets violently sick fvom&s, diarrhea) from even a small amount of gluten. My 
22 month old just gets an upset stomach and diarrhea. My husband was diagnosed at,age 3 {in 5966) with Ulcerative Colitis. He 
refuses to admit he has CD (and continues toeat alot of gluten j because he says even .though both his children have it, his 
doctors can’t be wrong. (He had his colon removed in 19W so he blames his chronic diarrl%a OR that) 

So, feeding my family is extremely difficult. 

*************************lr******’**lr** 

1. Gluten-Free to me means that no gluten, either by ingredients or c~~-~ntam~natian exists in the food. 

2. I read ALL ingredients very carefully, and because I’ve educated myself (it took a loarg ‘time) I pretty much know what to look 
for (for hidden gluten). If a product says gluten free I buy it without reading the ingredients. 

3. I spend a tremendous amount of time food shopping for gluten-free foods fY# my famliy. I buy some stuff off the internet & I 
drive 15 miles to a Health Food Store which stocks alot of GF products. (aleo spend &at of $) 

4. No 
6. Yes 

My 5 year old has gotten sick probably 10 times from fodds which I thought were GF after reading the Ingredients. Qbviously 
they had hidden gluten. Wis misses at least i day of school each time he gats sick. 
Proper food labeling is crucial for my son. Even though his condition is not life thraatenlng (ex. peanut allergy) I can’t help but 
wonder if any permanent damage is being done each time yle gets sick. 

I appreciate your efforts regarding food labeling. Please let me know if I can help in any way. 

I. What doas the team “gluten-free”; mdlln IN you? 
It means that the food item contains no form of wheat, tiey, oats, or rye. 

2. How do you identify foods that do not xxMaln glsttan? 
By reading the list of Ingredients. 

3. How much time do you spend id+tifyiin$ gk#tan fOOdS? 
Between 15 and 30 minutes during grocery shopping if 3 to shop for salad dressings, ceheal, or sauces of any kind. 

4, When you purdrasa packaged foods, do you p~~~~ fwds that ara prim 
frae”? 
I do look for the “gluten-free’ label. 



S. If so, what types of packaged foods that are la 
foods, canned vegetables? 
CereaJs and breads. 

6. Does a “gluten-free” label Influebce your purch 
Ode&cat ingredient lists? 
Ye5 

sion w&m you have a ch&e among prudrrcts having 

7. Would you like to share any other thoughts aboqt the need for eccureEe, ~~dem~~~~le food fabellng, or your 
experiences with food labellnp? 

1. What dots the term ‘gluten-free” mean to you? 
Food that is safe to eat. It is very diffic%.& trying to decipher ingredients that donot state “gluten free.” 

2. How do you identify foods that do nof Gonfafn 91 
It’s a “best guess” effort. It is very difficult,..rnodified fati~staich, artificial coloring, caremet, etc. 

3. How much thne do you spend kk(ntif@ngj ~i~~~~.~s? 
Too much time! 

4. When you purchase packaged foods, do yau purchase foods that are plenty or e~d~~i~ty labeled “gluten- 
free”‘? 
Whenever possible, I buy mostly anything that states “gluten Free.” 

5. If so, what types of peckaf#ed foods that are Ie sd u~iuten~~ de you purch 1 For esmmple: breads, da&y 
foods, canned vegetables? 
Breads, pizza, soups, desserts. 

6. Does a “gIuten-free” label Influence your purchalng decision when you have a chMx# among product& having 
Identlcai ingredient lists? 
Absolutely! 

7. Would you like to share any other tho~~hte about the n ridable food labeling, or your 
experletues w&h food fabelingl 
It would make shopping a much better experi@nce. There would be no second-guessing, It takes the guess wark out of 
choosing the correct foods and eliminate: unnecessary aft@- effects when you chodse the wrbng Rem. Labeling stating “gluten 
free” would be a wonderful thing. Many of Amy’s product@ no& cltiarly state, “gluten free” and X tend to search our her products. 
Good luck with enabling proper labeling to happen. Thanks. Pat 

1. What does the term “gluten-free” .me%n to yuu? 
No gluten that I can identify. 

2. How do you identify foods that do :not #nt@n 
Read labefs. Look for ingredients that I know 
of the things that r should be ioaking for, 

gluten. I know that I probably miss because I don’t know some 

I do feel safe purchasing items that are identified as gluten-free. 

3. How much time dlo you spend ide@8Mying gluten+ee feeds? 
A trip to the grocery store’ takes’ me at least twice as tong as it use to. Some times it takes longer than that. 

4. When you purchase packaged foods* do yeu pu foods t&t are ,v~m~~y or ~~~$w~y labeled ‘*glutQn- 
free”? 

Packaged foods that I purchase are exclusively ,labeted “gluten-free”. 

5. Tf so, what types of packaged too+& thet are labsled “@?ten*PtrEe” do yau purcb 3 For example: breads, deiry 
foods, canned vegetables? 

I do purchase breads and other baked goods, and riceand pasta mixes 

6. CRms a ‘ah&ten-free” Isbel influence y’eur pu 
identlcsl ingredient I’fsts? 



If the item has IDENTICAL ingredients, I would buy the least expensive brand, 

7. Would you like to share any othpir thoughts alit the nqed for accu#%te, 
experiences with food labeling 

affable food labelinclp, or your 

There are so many ingredients that are not giutren-free, it Is irnpo~i~a for m.ost peop&e to know all of them. Celiac 
patients that are reading labels looking for glut& in products could easily ovarlook ingredients, causing undue effects. 

1. What does the term “gluten-free” mean to you? 
Any fbod that does not contain wheat, rye, bMey, or oats and is made in an a~v~r~rn~nt which precludes cross contamination 
with above mentioned ingredients. 

2. How do you identify foods that do not contain Gary? 
Read the label and then call the manufacturer of the product. This can be a very time consuming process? 

It is virtually impossible to eat anything at a,maft or fast food outlet, unless I’ve called the chain’s headquarters in advance. 

3. How much time do you spend i~~fy~~,glu~n~~e foods? 
Several hours a week. 

4. When you purchase packaged foods, do you purchese foods that are prfma~ly or excft#sively labeied “giuten- 
free”? 
I am very excited when I see a food is labeled gluten frea! This means no further research is naeded and we can just buy and 
eat the food. 

5. If so, what types of packaged foe+ that are lamed “@&en 
foods, canned vegetables? 

iFor example: breads, dairy 

corn tortillas, cheeses, spaghetti sauce, breakfast cereal, margarine spreads, pretzels, coakies,.crackers, pasta. 

6. Does a “gluten-free** iabei lnffuence your purcheslkt~ de&ton when you keve 89 ~~~~ among products having 
identical ingredient Iists? 
ABSOLUTELY!!!!1 It means I can feel confident serving the food to my daugb~r, !&ho is @Stan intolerant, and that I; don’t have 
to go home and make phone calls to manufactur&rs to ascertain that the food that looks gluten free really is gluten free. 

7. Would you i~ke to share any other thuu#&ts about the need for e~~~~, 
experiences with food Iabellng? 

ie food fabe#ng, or your 

It woutd be wonderful if more foods we& labelled, Add~~ona~~y, it would be fantastic: If fast food, chains, ice cream $&ores and 
other retail establishments were required to label. As it $izands now, my 9@ar aid daughter cam?& participate in snacks at 
school, eat regularly served foods at birthday pa&es or eak out Whout rasearch b&fig done prk~to the event. This is very 
upsetting for her. Her quality of life would be improved if it was made common knowledge whlh products are gluten free and 
the consumer did not have to spend hours researching pmducts. 

I. What does the term “gluten-free”, mean to you? 
Gluten-free means not having any whea!, rye, barley, or oats in tha product. Xt also maa& safe from cross-contamination. 

2. How do you EdentHy feeds that do not contain gl#teM 
I have several lists of products from celiac.groups listing safe foods. I subscribe to a magazine caRed Wing Gluten-i+ee that 
has helped me a great deal. I also read, labels, and if there is a questionabte ~~gred~ent~ I contact the company directly. 

3. How much tbne do you spend ~enti~~ng,Q~~~ foods? 
Before going to the grocery store, I check the items that f need, and if it’s sealing X have not used recently, I check in my 
safe list for recommended brands. At ttie grocery Srore, I spend major amounts of tinie reading labels. My time shopping has 
doubled since I was diagnosed. 

4. When you purchase packaged foods, do you purcf%ase foods t&at are ~~rne~~y or ~~~iv~y labeled “gluten- 
free”? 
I live in a smal town, and two of the grocerpr stores have quite a few items that are labeled GF&I their heaMh foods section. I 
also travel an hour to get many of the GF things that I need, or I order diraclwy from companfes: I also buy many items that are 
not labeled GF after checking the ingredients listed. Most of what I eat Is not bbelad GF. 

5. If so, what typa$ of packaged foods that arc, iabelad - uten-free~ do you pu 3 For example: breeds, dairy 
foods, canned vegetables? 
I buy GF cereal, breads, pastas, flour, cake mixes, brownie mlxesl b&ad mixas, soupsl coo&iest and beer. 



6. Does a “gJwten4ree’” Jabel Influence your gw~%~wg,d~Jslow Pnrhuw you have a choice among products hating 
identical Ingredient lists? 
It absotutely does. I afways worry about cross-contamination when buying unlabeled products, 

7. Would you llke to ahare any other tJm%ghts about the need for %ccwr%& ~e~~d%bJe food labeling, or your 
exwrlenccas with food IabeGng? 
I understand that the FDA will soon required companies tb list major allergens on th~~ng~d~~‘s list. However, I think that it 
will only include “wheat” and not the other problem glut&@. While it will be somewf?at he@ful, f t-e&y wish that we could 
convince the FDA about the seriousness, of c&ac disease and insist that companies include rye, bijriey, and oats in that list. 
There are so many questionable items listed in the ingredient’s list that %  is very difflcuit’to know jf I am always eating safely. 
Many celiacs do not react physically to gluten, so they don’t know if they have eaten anything that could harm them. 
If you need more information, please let me know. 

1. What does the term “gllwten-free‘! me%n to yaw? 
That there is no wheat, barley, oats or rye in it and it’s sirfe for me to eat; that the ma~~f~r~r has ensured that the food is 
safe for me. 
2. How do you OdemWy foods that do not coM%Jn glwten? 
I buy some foods at a specialty store thit setls gluten-free foods; I also read labels very carefully. 

3. How mwdr time do you sipand Wentlfying glw~%~r~ foods? 
This question is a little ambiguous -- do you mean once filir in the store. I’d say five or ten minutes reading labels. 

4. When you purchase packsged foodq do you pwreJ~%se foods tJwit %r% ~~rn%~Jy or,e~~~s~veiy labeled “gllwten- 
free”? 
No, I woufd have a lol: less to eat if I did that. 

9. If se, what types of packaged foods J&at are labeled “gluten-free” do you ~u~%s~~ For ex%mple: bre%ds, dairy 
foods, canned vegetables? 
I buy bread, crackers, cookies, baking mixes, gravy mix, frozen meals, candy, pretzels 

6. Does a “glwen-free” label 6nfJuence your pwrcJt%sing de&&on w&e% you Jmave a choke smong prodwcts h%vJng 
identical ingredient IJsts? 
Yes. 

7. Would you like to share any oUIer thoughts abowt the need for %ccwr%to, wmie nd%bUe food Isbaling, or your 
experiences wJ~Jv food IabelJng? 
It saves a lot of time and effort if you K@OW that the food is GF, rather than having ,to read ingredient lists. 

1. What does the term “gluten-free: me%n to you? 
Does not contain wheat, oats, rye and barley. 

2. How do you Idatiify foods tb%t do not cont%iw gain? 
By careful reading of the ingredients. I do not buy L if it contains something that I am not familiar with. 

3. How much tJme do you spend biting glutenrfree foods? 
Since I have been diagnosed for eight years, IE am m&e familiar with what is available but at first, it took a iong time to find 

items that X could eat on the store shelf., For food for myself, I usually shop at MOMS (organic market) or Whole Foods. 

4. When you purchase padurged foods, do you pwndrase foods that %r% prJm ly or e~~u~~y JabeJed “glwten- 
free”7 

In most grocery stores, it would be (lifflcult ta shop a@ I would have little to choose from if I only purchased items marked 
“gluten-free.” I would be cooking EVERYTHING that I eat from scratch or eating only plain meat and produce - no bakery 
products such as bread, cookies, or cereals. Thankfully, we have wonderful organic stares that carry these specialized products 
THAT ARE LABELED! 

Perhaps this doesn’t speciRalty answer your question, but f do rely heavliy on the. ngluten-free” labeling, unless the 
ingredients list is very $traightforward. 

S. 14 so, what types of packaged foods that are J%li#aled “~Jw~w-f~” you p~~~e~ Far example breads, d%iry 
foods, csnned ve~et%bles? 
Hormel pepperoni, Breads, cereals, Thai Kitchen soups and,meais, cookies, crackers, pas 



6. Does a “$iUten-f~” label infl~0pCt2 your pUrdr sing deCiSlQn when yau havoc a C)tsliCS among praducltd hav#ng 
identical tingradient llstsl? 

YES, ABSDLUTELY!I!!!!!!! The labei is my “security blanket”!!! 

7. Would you IOk@ TV Share any othar thoughts at&Q@ the neted for w~wata, u;nd Arabia food IabellingF or your 
experiences with food labelDngP It Fight be clifflcult for someone who does not haive to f;aliaw a special diet to ldentlfy the 
many problems that we face in shopping for our food -- having to go long distances to shop, having to pay about double for food 
items, facing the uncertainty of figuring, out ingredients, ,arrd finding fooOhat:is appefzlzlng and appealing as well as having a 
variety of foods to choose from. J certa4nly didnY und&Stand It before X was diagnosed. It is rrot the same as someone who 
makes a choice to eat vegetarian, organic or.nonorganic, or to be on a diet ti lose weight;or the food fad of the month or 
according to their likes or dislikes, but it is a critical issue-for celiacs (It could he ?, life or death matter) and there 4s no choice 
involved. WE NEED ALL THE HELPTHAT WE CAN GET!l!l!C Thanks for your advocacyl? 

1. What does the term “g&&en-free” mean to yottP 
Does not contain wheat‘ oats, barley, rye, MSG (unless Iknow where 44% from), or mod4fled foad starch (unless I: know where 
it’s from). 

2. How do you identr%y foods that do-net,ccntain gh@en? 
Reading labels carefully and asking clue&ions (in restaurants). I also look for aliergen infbrmation on labels, but it rarely exists. 

3. How much tPme do you spend ldantityb8g gtutan 
Not much, now #at I know what to look for. It really d 
gluten were listed as an allergen! 

on how easy the label. 4s to*read; But I would spend less time if 

4. When you purchase packaged foods, do you pur se feeds that ara prknarily or ~x~l~a~ve~y Iabaisd “gluten- 
free”? 
No, because so few are labeled that way. I always check ingredients. 

5. U: so, what types of packaged fcqds that ?m I Pad “glutan-frae” da you pm&a “P For exmnple: breads, dairy 
foods, canned vegetables? 
f purchase pasta, baked goods, chicken and beef stock, etc. that are labeled ‘“gluten-free”. 

6, Does B “gluten-free” label Pnfluenec your pu~~s~ng dselsiem Herr you have a chs#Ca among prQdu hating 
Idantical ingredient lists? 
Absolutely! It is easier and makes me feel safer. 

7. Would you like to 6harQ any other 
experiences w&h f&d labelmg? 
I recently got back from Brazil, where, by law, virtually AU packaged foods are labeled ‘contains gluten” or “does not contain 
gluten”. It was MUCH easier to eat here than in the U.S. & even saw a bottle of water that said “does not contain gluten”. We 
could (and should) learn a lot from Brazilian food Jabeiing -lawsl The biggest problem is w&h products that contain MSG and 
modified food starch, as they do not state where those Ingredients come from, Thus, I avoid all such products, even though I 
might not need to. 

Nancy, if at all possible, I would like to present remarks on’this subject at the hear&g, Would be happy to work with you on all 
of this. Met and spoke briefly with Alice ,at patlent info day at U of MD. Also, Nancy Fellin4 Is veriy familiar with my products 
(Grandma Whimsy’s Cupboard - especially my flour), as is Pam Cureton and Or. F&wm, who,clalms th?y are THE best, and 
they would probably attest to what we are doing here in ND. Wlil be working with Fam.~ing, Pam Cureton and Dr. Fasano 
relative to GF foods in hospital, etc. 

I dkl participate in the initial FDA public hearings in DC and submitted a simple approach to label4ng and addressing the issues of 
non English speaking consumers, children, and those with limited eyesite. It was .j$uite doable. ,Not sure if any of the ideas or 
graphics presented were used. We were told prior to the lrclarkig not-to mentiort gluten at that hearing, but many of us 
managed to get something in our presentations anyway. would have a lpt m6re insight into gluten if they had a44awed 
participants to address the issue along with wheat. I h~.~n~~ng #mm~~~,frorn the commlttect members in private 
discussions re: GF and how the topic would and would nolj be taken up. Not good...,. 

I am a food manufacturer and some of my thoughts are included below. X am also a biopsy diagnosed celiac with other foods on 
my avoid list besides gluten. X have a ba~ckground in sclerice and eflvi~nmen~l science and am alarmed at the multitute of 



additives, gums etc. that are being included in foods today. I began my quest to provide good GF foods that were affordable and 
accesslbk and safe by keeping ali ingredients and allergens to absolute mintmum in any products I make for myself and others, 
with double assurances to folks who had to have 100% GF, allergen free products. It is again, doable. 

At age 66 I am healthy because of following a diet of fresh foods, careful sektion of wbbt I rarely cOnsume prepackaged, and 
more common sense than anything. My list of safe foods.differs from experience from’ some advocates of certain foods. I always 
encourage people to read labels beyond GP. If there is b long +&t - especiirlly of items yQu canerot pronounce - you have a 
choice GF or not. Putting healthjr foods: into your body till bring health. Putting chemicals and unnecessary addttlves into the 
body will not. 

General health is as important a focus as CD and the GF diet, We are what wft eat, and I want to mow what I am eattng - Then 
and only then can I make a wise and conscious choice about what goes into nZy m Let me know if there is any collaboration 
between your work and my work - that can make a greater impact on those lisrening & the partidpants. It does matter what 
gets said how it gets said, and whd says it - it does maka: a difference whether it is “heard’ or just spoken words that do not 
take on any meaning for the ilstener.. 

My graduate work in environmental science and ~mm~nl~tion centered on Citizen ~~blic”Pa~~~tion, My Instructional design 
work focused on development and eff@ctlve education and training practices. Perhaps these skiits and my 21 years as a 
diagnosed celiac patient and almast 10 years now ln the field of: producing~ qua&y CF Foods w/It tend itself to this upcoming 
event. I believe I can contribute some Very insightful lnfarmation and concerns end will do so. 

i. What does the term “gluten-free” mean to you? 
If this is on a label, I nutritionist has has mad@ this deterrhination and I feet comfortable eating this product. 

2. How do you iden&lfy foods that d? not co-in 
Reading the labels, but too many fQOdS use unknown rms or terms such as coloring &flavor additives. 

3. How much time do you spend kMntif@n glutesefree #oods? 
It adds an hour to shopping time. 
Restaurants are a significant problem- asking for gluten free meals is not usually understood, 

4. When you purchase packaged foqds, do you purchase foods that are ptimarify or cfusivsly labeled “gluten- 
free”? 
Yes that is a comfort zone. 

5. If soI what types of pa&wed foMs thut are la 
foods, canned vegetables? 
Mainly bread broducts. 

you P@- 3 For exampte: breads, dairy 

6. Doae a “gluten-free” label InfIue?ce your purcb ng deckdon when you have % choScQ among products having 
identical ingredknt f&s? 
Yes --absolutely! 

7. Would you ICke to share any other rugby about the need for ale, und 
experiences w&h food labe@ng? 
Wheat free does not h&p --Gluten free does. 

%bCer &md Dsbel#ng, or your 

1. What does the term “gluten-free” mean to you? 
Food that is not contaminated with gluten found itt wheat, oats, barley or rye. MY boys are ser#tive to oats so I include oats in 
my definition. I usually don’t worry if the label says it contains no giuten thcrirgt it was rnan~~~r~ in a facility that also 
processes wheat products since these products, so far, h&v&t posed problems. 

2. How do you identify foods that do not antaaln green? 
I read the labels and look for the absence of obvious ingnerrillants labeled, “wheat, barley etc.” but X ako avoid foods that are 
labeled with starch, maltodextrin, dextrin, and modified f&d starch unless the label specifically n&es thdy are corn-derived or 
another gluten-free derivative. We try as best we can ta &Qid foods that contalrr red dye 40 since it seems to have given one of 
my sons problems in the past. 
Occasionally I hear about a brand, like Ranch, from an lr+rnet bulletin that indicates it is safe though one wouldn’t know from 
the label. 



3. How much time do you spend id&ntifyin@ gh~te&r%s toads? 
More than I would like. Any time I am tooklng at buying~anew food item It 4s a concern whether It Is gluten-free. 

4. When you purchase packaged foods, do mu p aw foods thart a.* ~~rn~~~y or excksive&y labeled “gluten- 
free”? 
Ideally this would be great but most foods are not labeled so we stick to whole foods, not processed and this eliminates many 
problems for us. 

5. If so, what typas of packaged foods that are f%~~~ed “gluten-f&P do you p~~as~~ For example: breads, dairy 
foods, canned vegetables? 
Hormel pepperoni, Lay’s Stacks, Envirokids cereals 

6. Does a “gluten-free“ label influencer your purchs&ng Utdsion when ycbw have a choke among products ,hsv@ng 
idcntkai Ingredient B&s? 
absolutely, I would defln4tely pick the gluten-free product 

7. WouM you like to share any oth*r thoughts ahroyt tha ~esd far ecxm’ate, u~~%~~~~~e food labeling, or your 
experiances wcth food tabcling? 
Accurate, understandable food labeljng definitely needs to improve in our country. I have an easier time eating overseas than I 
do in America. 
I am very intolerant of corn as well as gluten. If you think it is diffi.cult to determifle if something is gluten-free just try living 
corn- and gluten-free, it is very diffbk I dread ever havhig to go to the-hospital because most medicines use corn derived 
products as their fiflers and I am sure Iv drips do as well, I currently have not identified a .muiti-vttamirs that I can tolerate. 
Corn contaminates everything including ,barbecue sauce, 4odlzed salt, Mary Kay make-up and meat treated with broth or 
dextrose. It is very frustrating! ! 1 l 

************************************U***~~*******~~****~**~*~*****~~~~*****~~~**~ 
I spend so much time reading labels as 1 am not only Gluten Free, but corn free and tactWe and eggs and soy free....labefing is 
very important to me...1 always double check items @van if I have used them befOre, especially, if the tabels are changed. Last 
summer I ran into a problem without reading the label fmm some chicken I had previously pumhasad and got sick for two 
months...then I found out after reading the labei Ehat they.had added corn flavoring..,so we have to not only read labels but be 
aware of changed packaging.. 

What does thy term gluten free mean to. you? 
for a long time, I thought gluten-free meant exactly that - that the food had absoWe4y no g!ubn in it. It never occurred to me 
that a food labeled gluten-free coutd possibty have any’gkiten in it. Xf X reao the ingredients, thare was nothing that could 
possibly contain gfuten. I wasn’t really thinking about cross-contaminatkm of gluten-free foods. I really thought gluten-free 
foods were the safest for my daughter. Since fhen, of course, Z have laarned’a lot more about char the term means. It throws 
me a bit to think that one of the biggest threats to her m&&t be a food that she eats ~~ls~nt~, every day, in rather large 
quantities in part because it is a gluten-free substitute for areguiar” foods. But I try to be realist4c when as&ssfng what giwten 
free means and how much of a threat a regdarly consumed g&ten-free food 4s. I am comfortable that my daughter can safely 
eat the gfuten-free food that is available. 

How do you identify foods that do not ccmtaln gluta&? 
I read the Ingredient label or I go by a label that says gluten-free on the package, followed by a reading af the ingredient iabel. I 
do not rely on lists of g&en-free food anymore. 

How much time do you spend identifying glutern fr@ foods? 
Even 13 years after my daughter’s diagnosis, X would estimate that about 30 percent of any copping trip is spent reading labels 
to determine if something Is gluten free.’ that means if it $akes me 2 hours to shop, about 40 mtnutes is devoted to reading 
labels. 

When you purchase packaged foods, Uo pu purch foous that am p~~~~y or ~~~S~W~Y 1 led ghlten f 
No, I also purchase regular foods from the grocery after rp+jding the Iabet and ~e~~~4ng that they 81% gluten free. X do rely on 
certafn products that are labeled gluten free, fike bread, pasta, cake mixes etc. Mainly X buy the things that could not be gfuten 
free unless they were specific&y made to 4~ so. 

Does the gluten fres label influence your pu~~~in~ de&km whea you huws a choice atmong products having an 
identical Ingredkmt Nst? 
It is always helpful to have a gluten free label, For example, U,ncle Ben’s whiter&e is iabeled glade free. I can tell it is gluten 
free by reading the ingredients, but its just nice to have R be made so simple when ~a~~4n~ the &et can be complex. Plus I 
think it helps make you feel less isolated and odd when a nainstream product carrled ln a regular grocery is labeled gluten free. 

Other thoughts? 



What I mainly want from a food is availability for my daughter. What I really went is food ~~~a~les that will go the extra step 
to make a product gluten-free if it’s possible. For example, rice cereal makers who would be willing to use 8 flavoring other than 
barley malt that renders a product that ‘should be gluten free unusable, But f suppose Em dreaming. What I want from iabeling 
is a clear picture from the label as to what is safe. X don’t went a label that makes me thirik something might not be safe when it 
actually is, for example a product that contains citric acid made from wheat when, ln fact, cltrln acid made from;wheat is still 
gluten free. I don’t want a label that says a food contains wheat when the amount is too sme~i to cause damage. I don’t want a 
label on something that contains spelt that says the product is gluten free. X would like a g&ten free Iabel that holds companies 
responsibie for testing their products to be sure they do not contain amounts of gluten that are ever acceptable levels. (currently 
thought to be somewhere around 20 ppms) 

1. What does the tarm ?glutan--fra& ma&w% ta you”? 
It means that the ingredients Tn that food item are not made with any wheat, oat, barley or rye 

2. How do you identify fix?ds that do not contain gbkten’? 
1 read the ingredient label and often caii the~manufactuter to be sure. If and when I c&l the manufacturer I also questlon 
whether gluten containing Ingredients are used in the same factory or processing line?. . 

3. How much tDme do you spend ldentifykq $Mzw@ree Shod@ 
Too much!1 For every new item I probably spend apnroxlmatety X0-ZOminutes, 

4. Whan you purchase pacicagad fokds, do you papal foods #ret ara ~~rna~~ or exdkrsively tabelad Pghten- 
we?? 
It is about SO/SO. 

5. Ef so, what typas of packagad foods that era Isbqled tgluten-fraa? do you ~~r~~a~ r axsmpk+: br@ads, dairy 
foods, canned vagetabias? 
Bead, donuts, pizza crusts, cookies, crackers, dinner mixes (le- hamburger helper style), pasta, snack foods, vitamins, cereal 

6. Does a ?gl~en-free” IabetC SnfIuence youlr purcha’shrg decisicn when you hafk 91 choice among produlxs having 
Identical ingredient lists? 
YES!! 

7. Would you like to share any other thoug abou$ the need for rate, ~da~~~dehl~ food labelin@, or your 
axperiences with fuod Labeling? 
I understand that although some labels say gluten free t&U are not actually. How 1s this?? I love that some packages of UTZ 
chips now say gluten free on the back label under the ing&xllents, Although I have been do&&j this for my daughter For about 
six months now I still get confused and am afraid that I am contaminating her.’ (l-ier n~rn~e~ are still not in the normal range, 
although they are significantly iower), Clear labelsneed to be available so that ~~dlvl~~a~s with allergies do not have to worry 
and work ten times harder then those with peanut allergies, etc to ensure a strict diet. 

1. What does the term “giuten-free” mean to you? 
That there is no chance that this product contains or has come into contact with gluten. 

2. How do ygu Ident@fy fowls that da not @zontaln @ 
I read the ingredients on the package and have to rely on the company’s honesty in printing, chances of cross- 

contamination. We also rely on the CSA product book and I do email companies on my Own and ask for lists. 

3. How much time do you spend ~d~n~~~~.w~~~~ foods? 
Several hours per week are spent on making sure we are only buying/usi~~ ~f~~~~free foods. 

4. When you purchase packaged food& do you purchsa foods that are ~~rna~~y or excksively labeled “gluten- 
free? 
Not enough products are labeled glut&free to primarily purchase them, in the grocery stores et least. I do frequent a few 

specialty stores that carry labeled “gluten-free* products but auf budgot and other family needs have me frequenting regular 
grocery stores for the bulk of our foods. 1 Thfs makes me $0 lots of meals from scratch, using fr%h or frozen foods that are 
absolutety plain and then seasoning them myself. 

5. If so, what qpeo of packaged foods i&at apdl Ia d “glw@n*oa” do you 2 Par exampks: breads, dairy 
toads, canned vegetables? 

Kozy Shack pudding, flours to make the flwr mix to bake with, cereals. 



6. Does a “$luten-ffwP label influence your pUrCt@ng decision tien you ve a choice smang products havhq 
identic8l fngFwduent Ii6ts? 
Yes it does. i will purchase the “gluten-free” product. 

7. Would you lke to share any othqr tb~$~~ sbwt tba n-d for #wcu 
experhces with food laba?ling? 

~ds~e fcwd fabeling, or your 

1 don’t like second guessing my husbands health. I want to feel safe purchasing products that we can use and not worry about. 
A label saying, “gluten-free” wodd defiititeiy infJuence my purcha&ng choice& 

I. What does the term “glutcen-free” mean to you? 
Contains no gluten from wheat, rye, or barley; I (ike the 2Oppm definition, 

2. How do you Bdentlfy foods that da not contain ~f~0n~ 
I stay with mostly “close to the hoof” and ‘close to the eart!h” foods. When I pu~~as~~~~~~~ foods in a speciatty market, I 
rely on the manufacturers to label “gluten free” and.takeT$hem at their word ~fc8r it. 1 read labels; in the grocery store and phone 
manufacturers for undefined items. It w@uJd be particularly helpful if al4 mfgs would label ,@‘~a %jurce of items such as modified 
food starch. It would ?X extremely helpful if mfgs were M tab& “Incidental” in-ingr~~en~s, su& as flour used to dust 
production lines. 

3. How much time do you spend identIf@@ #@&e~ 
WAY too much. I rely heavily on on-iine:sources and the r cettacs who post regarding manufacturer responses. 

4. When you purchase packaged foods, do you purchase fwds that are ~~rn~~~y or ~~~~Uvely Jabs&d “@uteri- 
ftee”? 
It would be helpful if mfgs would label for gluten free; I often patronize those who make it easy, such as Progresso soups, which 
now Indicate the possibility of wheat (arid other,aliergens) at the end of &a ingredient i&t. I de&q comfort and serMty from 
items tabeled gluten free, but there are too few of them on &he market to rely upon excbsiveiy. 

5. If so, what types of packaged foqds t&at a?% ~b~l~d.~gI~~~u~~d~ you ~~r~~~~? For 8rxPrmplax brpsads, daiiry 
foods, canned vegetables? 
Hormef pepperoni, Thai Kitchen products. In specialty food stores, breads, barked go&s (Whote Foods), flours, cereals, cookies, 
pasta. 

6. Does a “gluten-free” b&be! infhwmce your pwch 
identical ingredient Ilsts? 
YES. I’m always glad to see it and make a point of purchasing those items. 

7. Would you lrke to share any other thoughts about the need for aocu 
expariGnce8 with foawi tabsling? 
A small “GP on the iabe& as with kosher IabeiEng, would fabulous. Although the laws seem to exclude gluten itself from the 
known allergen list, it would be very helpful if not only wheat but rye and barley (and oats, given the continuing controversy 
about its use for cetiacs), as barley seems to come up C$&R with caramel color, for example, and “matt” flavoring. It would also 
be helpful to know whether the item was produced on iinas that also produce g~~ten-c~n~i~i~g foods or in a plant that handles 
both. 

1. What does the term “gluten-frae” mwm to you? 
food free of wheat, barley, oats, rye. 

2. How do you identify foods that do not contain 
Check ingredients on labels. Don’t buy r&estibnable items, i.e. modified food starch; soy sauce, etc. 

3. How much tiime de yw spend identffy#n@ $luten 
I read labels all the time? Very time con$uming. 

4. When you purchase packaged foods, da you purchase f@ods that are p~rn~~ty or e~lu~~a~~ lab&d “glutwv 
h”? 
Not necessarily. But that would certainly help. I don’t usually purchase rna!v packaged food items because there is too much 
room for error. 



5, If so, what types of packaged foods @#at are la ad “gIwtew-frwe* do yaw purc)rasel For example: breads, dairy 
foods, canned vegetables? 
Bread, w&Ties, pizza, baked goods. 

6. hes a ‘glwten~rwe’~ label influence ywur pw 
identical ingredient Rsts? 
YES!YES!YESL 

ng .-tin wbsn you ve a choke among products having 

7. Would you like to share any other tbaughts about thw nqed for w~~~~ wndw~~~ab~e food labelng, or your 
encpwiences .with food labegng? 
Very helpful if food was labeled GLUTEN Free. Many companies I have called say “if wheat were used, it would be on the label.” 
That is not good enough. I: don’t feel safe. Once I ate a Cereal bar that I was toM was gluten f+ee (these were distributed at 
our cetiac meeting). However, I read the label and it’listed “malt” I calf@the ~rn~ny~that they said malt was from rice! I 
talked to someone at the meeting who &te one of these bars and didn’t feel well. Very ~~f~si~~~ 

1. What does the term “ghatew-free’~ maan to you? 
Foods that do not contain gluten [but may cohtain a minimal level beiow & particular ~to~--2~~p~ 1 b&eve) 

2. How do you ZidentSfy foods that do not coMaan g 
By reading labels AND using informatiori obtained from manufacturers and/or GF~product lists 

3, How much time do you Spend Idenl$fytng glwten&ee foods? 
A bt!!! Hours and hours over&. Maybe’ 30 min per shopping trip-more if I am using new products. rvtuch more if I am 
checking out foods for camps, schooi functions, t?tc. 

4. When you purchase packaged foods, do you purchase foods that are primaMy or ~c~~~vety kabefed “gtwten- 
free7 
Yes. I do this whenever possible. 

5. If so, what types af packaged fot@s that are I ad Vgiwtew-fre&+ do you ~~~w~ For example: breads, dairy 
foods, canned vegetables? 
crackers, engllsh muff%, soups, cereals, frazen entrees (enchiladas, macarohi and cheese}, cookies 

6. Does a “g&&en-free“ label influence y&M pw~~~~~g de&ion when you have a choice among products hating 
identical fwgredlent 4fsts? 
Yes. I need that reaSsurance that a product is reaRy GF. I do not ever knowingly ingest gluten and my 18 year oki son is just 
as careful as 1 am. 

7. Would you Iike to share any other thowghtiap about the need for WW n&We food laballng, or your 
experiences with food Cabwling? 
Yes. I think ahst t&e! need &P i8onunrtcJ talsd&qj Js #P&&M Ingesting even low levels ‘of git.&efi over a prolonged period of 
time can have deleterious heaith effects jin adults and parti$ularly in children. It is very irnpo~~~ %or cellacs to obtain and 
absorb the vitamins and minerals that are required to marmtain optlmai health, growth and dev~~~~~nt. Most of our foods such 
as breads, pasta and cereats are not fot#fied Rke “regular“ food are. This is i3n extremely u~f~~~~ate situation because the 
celiac population is selectivQIv vw/m?m6fe to def@kmcieS in tix very nutrientti that an; f~~~~ Bv LAW In regular products. 
Since even smafl amounti of g&ten can damage our inte@i.nes so it is essential that we know irfood contain gluten. It is very 
important to be sure that children and ad&s with ce&c d&ease da not h&e su~i~~~~ or.c&?iegl vit%min, trace mineral, iron 
and calcium deficiencies. Accurate labeling can help us to make safer choices about food produ~. Many children are diagnosed 
with celiac disease during the critical period of b&n develagment anal it is essential that the feuds they eat once they are 
diagnosed are gluten free. Folk acid, S@, 06, etc. have tmportant roles in in DNA r&pa hytation reactions and as 
cofactors in enzymatic reactions. fndivfduals w&h celiac d@ase do not just need gl$en end accurate labeling. We 
also need mandated fartification of our foods to at teast t&? same levels as,the regular ,~o~u~a~o~~ f! 

I am a licensed nutritionist in the State of Maryland and have a Bh,O. in Nutritionat ~~~he~i~t~ from the University of Maryland 
College park. f have been doing research in bra&? deveio@ment and neurocheriiistry fof;or ~4% years. 

1. What does the term “gluten-free” mean tw yowl 
It means not ingesting any foods with glljten in them such as wheat, barley, rye and oats. 

2. How do you ident@fy foods that do not eontab% gt~? 
Wheat, barley, rye and oats 



3. How mu& time do you spend ~~nt~~ng’g~~-~r~ foods? 
Approximately 30 minutes each day, sometimes more when I travel. 

4. When you purchase packaged foods, do you pwehasa foods that are @marBy or ~~~sE~ly labeled “gputan- 
free? 
I prefer “gluten free” but read all the labels and sometimes find items that are gluten free-according to the ingredients. 

5. If so, what types of packaged foods that are tabafed “glutewfra&’ do you .~~r~ase~ For examplar breads, dairy 
foods, canned vegetaMesT 
Breads, baked goods, vegetables (packaged), packaged meats, sauces and spices, canned goods, snacks such as potato chips, 
nuts, corn chips, drinks and drink mixes, candies,’ gum, mints, toothpaste, shampoo, skin care ~prdducts, makeup, &Pee, tea, 

6. Does a “giutem-frae” Eabel inf&ence yew pu~~si~~ deck&on v&&n you have a eke among productvp having 
identical ingredient tlsts? 
Absolutely, makes me feel safe to purchase items labeled gluten free and saves lots of time. 

7. Would you like to share any other thoughts aboa@ th+ wed for wzcwata~ un ridable food iabeflng, or your 
experiencas w&h food IabeiDngl 
I would like to see everything that could have gluten in lt Listed In the lngr@dtents. I ~~~alty‘like the labels that list “allergens” 
as it saves time and ensures that we know It is safe if all the allergens are listed, Things like “‘modified food starch” should be 
more definitive, list what the starch is such as wheat or &rn&,rch or bean flour, etc. 

Ql. Gluten-free means that the food contains none of We-grains associated with gluten, nor is there substantially any chance 
that the food has been cross-contaminated by processes that may have ha@ 
ingredients manufactured with grains containing gluten. 

Q2. First, I always look at the fabellng to determine if any of the ingredients are suspicious for gluten, fncloding those packages 
that speciPically indicate that the product is gluten-Pree. Second, IF I have any doubts, Ialways contact the manufacturer to 
confirm that the product is gluten free, inciudlng searching manufacturer web sites. 

43. It is difficult to assess how much time I spend iden~~l~g gluten-free P+ds, but I believe I nave spent many hours over the 
past year doing so, including searching web sites and &h&F sources of information. 

44. This is a poorly worded question. If you mean do I ever purchase foods thhat are specifkaliy labeied gluten-free, the answer 
is absolutely yes. However, I also purchase many products’that are not speciflceily labeted~gluten-free, although lt would 
obviously be my preference to have them so labeled. 

45. Cereals; snack foods, such as candy, chips, etc.; frozen breakfast foods, such as waffles. 

46. Gluten-free labels do influence my purchase decisions, 

47. It is especially important to identify the sources of %aturaB and/or “artlficiel” lngredlents, since I have found that a number 
of products containing ‘natural” ingredients actuzjlly cont&t barley malt as a Plavor en&n&r, I aldo believe it is important for 
medicines and certain cosmetic products such as lipsticks to belabeled as to the glut@n $onterit. We know for sure that certain 
pharmaceutical products contain gluten when used as a binding agent- Also, For rils women, lipstick products are easily 
ingestible. If you have ever tried to decipher the ingredients list on a tube of lipstick, you know you have.to be a chemist ta 
figwe it out. 

**************************W******+*O*L~~~~***~***~*~~~~*****~*****~~******** 
1. “Gluten-free” means lt has no ingredients derived Prom wheat, bat&y, or rye a&f t It has not been cross-contaminated by 
products with these ingredients. 

2. Shop for foods that specifically say “gluten Pree“ (usually at health stores), read labels for hidden gluten sources, and call the 
manufacturer and hope the $7/hour telephone person knows what to look for. 

3. Currently very little; I know what to look for and where to find it When I was First diagnosed, I spent a lot of time looking for 
stores carrying gluten-free products. 

4. Yes. 

5. Breads/pastas/cereal, soy dairy products, condiments 

6. Yes. Those with a “gluten-free” label indicate that the rn~~u~~~~r ls aware ofthe problem and has mad@ an effort to avoid 



cross-contamination (I hope). 

7. I like labels that have an allergy indicator immediately ,betow the ingredients list --i.e., “warning: contains/processed on 
machinery that also processes wheat, peanuts, tree nuti, casein, dairy....” -- or cldarly indicates that it is “safe/suitable for: 
vegetarians, vegans, cetiacs.. . . .” 

I. What does the term SGegluten-freeBGfl mean to,mu? 
Gluten-free means the food product contains ingiredients ‘tiat are free OF gtuten AND have been prepared in an environment that 
is free of gluten. 

2. How do you identify foods #at do not contain gluten? 
1) Look for labeling, “Gtuten-Free” (an4 these days one does have to scrutinize the entire box as there’s no standard in 
labeling). 
2) Look at the ingredients to discern if any contain gfuten 

3. How much time do you spend idcntifylng ~~~e~~e6 foals? 
More than I care to. To quantify, I’d sak my grocery shopping time has increased 50% 
gluten-free foods (there’s not always a dedicated section) and ‘to scrutini? packaging, 

use of the need to scour stores for 

4. When you purchase packaged foods, do you pur#jhese fuods that ark p~rna~~~y or ex~,~eivefy labeled ~f,X@uten- 
free&n? 
Yes -- primarily not exclusively. There are sc)me products that I know to be gtuten&ee because I’ve contacted the 
manufacturer. But even then, ingredient Iists change f& year. to year, requiring the process identified in #2 dt too often. 

5. If sor what types of packaged foods %het are la 
dairy foods, cannedt vegetables? 
Bread. Frozen waffles. Cookies, cracker& snack bars. Frozen dinners (Amy’s). 

6. Does a MZqluten-fre& label influence your ~~~~~~ dscision when you have 
having identical ingredient k&s? 

among products 

Absolutely. I will always go with a known gluten-free food over a questionable product. zhi$ is my health and longevity we’re 
talking about! 

7. Would you Nke to share qny other weighs aturue.the need fur accu 
experienceq with food bbellng? 

lo food fabuling, or your 

Food manufacturers know whether their product is gluten-free or not. fhere b a fairty wtde selection of gluten-free foods that 
are not labeled (just look at the list produced by Whole Fisods Stows or Trader Yoe*s). 
gluten-free is simply a matter of updatmg labeling -- 

So, the need & practice of lebeiing foods 
something a manufacturer most likely reprints every six or 12 months 

anyway. We’re not asking to change th&ir rnan~f~urin~ process; just.tbe#r labeling. Es really quite simpte and given, 
advanced notice, would not create a negative financial impact to any manufach+er. 

1. What do- the term “gluten-free” mean to you? 
Absolutely no gluten in the product. 

2. How do you identify feuds that da not conteln gIqen7 
Read labets and contact manufacturers. 

3, How much time do you spend ident#f@n@ @uterMree foods? 
Wours reading every label for everything I put into br on,my mouth. 

4. When you purchase packaged foods, de you p 
free”? 
When possible, but so little is labeled that way, even in the health food stores. 

twdveiy iabekd “@&en- 

5. If so, what types of packaged foods tbatare~la 
foods, canned iregetabtes? 
Anything I can locate (breads, crackers, dairy, anything&at is pre-packaged). 

? For ar*olmpke; breads, dairy 

6. Does a *gl~n-free’” labet inP(uence your pU. 
identical Ingredient fists? 

don wham you hsve a ehrphm among products having 



Yes, absolutely. I feel safer. 

7. Would you ttke to share %ny other thoughts about the need for accurate, unde able foqi tabettng, or your 
experience? wtth food labeling? 

We need this’ despemtely. A “quick” trlp to the supermarket should not take two hoot-s plus tailing manufacturer after I get 
the product home. Let alone returning product purr#ased after manufZ%tvrer refuses to state it is gluten free or what the 
possible gluten containing ingredient even is. Many man%fa&urers err 451 the.side of caution and still refuse to call an item 
gluten free based on decades old knowledge that we now know is not accurate (i.e. vineg$&, distllied alcohol. starch, 
maltodextrln). I know the last two are from corn, but if I cannot get the manirfacturar to tell me which item is of concern to 
them, how can I know for sure l$e item is gluten free? 

1. What does the term “gtuten-free” m%Bn to you? 
Free of wheat, barley, oats and rye, in both ingredients and preparation. 

2. How do you tdenttfy foods that do not contatn g&&&n? 
By reading labels. If the food appears t$ be gJu~&Mree X d&ble-check with the manufacturer. If Lt says gluten-free on the label 
I feel safe. 

3. How much time do you spend tdenGfytng $tuten:fPee fo%ds? 
Every time X food shop I recheck iabelssince Ingredients change. Every time we eat out. 

4. When you purchase packaged fo&ds, do you pu 
free”? 

se foods that are prtmerDty or ~~st~ty Meted “gtuten- 

I am more likely to buy something repeatedly if it is labeled gluten free, but some staples are part of our regular shopplng trips 
and I buy them knowing they are GF. 

5. If so, what types vf packaged fovds that are ta d ngtuten=fraen do you TFvr example: breads, datry 
foods, canned vegetables? 
Pasta, soup, baking mixes, breads, salad dressing, frozen food, cereals. 

t5. Does a “gtuten-free” tabet linfluence your purcb~atng drsctston wh%n you hav% % elmice, among prvducts havtng 
Identical tngtitent Its@? 
Absolutely. Aside from feeling that the w is safe, I want to support a company fhat.caras enough to label responsibly. I wilf 
always choose a product labeled GF over one that is not, 

7. Would you ttke to share any other thou 
expertences wtth fovd tabvth&? 

.&out the n&d fvr accurare~ b rcrda8bta food tabettng, or your 

By mandating laws about labeling and making it easier to Identify foods that cont.&n (or do not.contain) gluten, you would be 
adding tremendous quality of life for th6se ,familles deal&j with a gluten int@erance; Them is nothing mofe paralyzing than the 
fear that you, as a parent, cannot safely feed your child. $abeling makes a huge dif&ence. It & incomprehensible to me why a 
company would continue to list an ingredient such as rn~j~ed”~ starch when thay ;CoulU take responsibility and specify the 
source. 

1. Whst dves tha term “gtuten-free?’ maan to you’? 
Gluten free means that I cannot have any foods with arty gluten in them or else I will @et very si&...short term and long term 
sick. Gluten free is how I’ll be for the rest of my Ilfe, It’is actually a healthier way of living, butcan be difflcutt because of the 
food products that are not clearly labeled. 

2. How do you Identify foods that do n* cvntatn gi#%n? 
I call the 800 number {If there is even ti numb&j on the *package while I’m walking t&‘ough ttie grocery store. Often times they 
are closed, they won’t guarantee, or they cant’ &&?r my question. It wilt be nice to have lab&s clearly marked on EVERY 
package. Just because we have an int&erance does not mean that our shopping should be a& more difficult than someone 
without a food intolerance. 

3. How much time do you spend tdvn~tn~~gtu~~~ foods? 
Too much time . . . ..yw can never tell with ail of Fhe a&&&es and drtlflclal flavors,~stafch, etc. 

Kraft has done a great: job b&ng spe&fk and &ccomodatlng to dlet$y needs. 
A lot of labels are unclear and 

difficult to read. (Obviously gf manufacturers have 
done the same). 

4. When you purchase packaged fvods, do you purchase food% tM# ars, pti 
frse”? 



The breaded or floured foods, I usually buy when I see glut@n free on them. For example the waffles (VA% 1 believe) clearly 
say gluten free. Amy’s frozen meals’ are clearly labeled. Frozen Rotatoes, X choose the ones that say gluten free, opposed to Ore 
Ida that do not label them. I itlso buy the Lay’s products that -list if it contains wheat, 

5. If so, what types of packaged fdods the% are t lad “gluten-f&# do~y5u pu ?- For example: breads, dairy 
foods, canned vegetables? 
Breads, potatoes, frozen meats, meat suppkment bars, soup, broth, cookies, canned vegetables, polly-o string cheese 

6. Does a “gtuterr-free” label tnfluehce your pure% ng de&ton when you lrave a ch-aics among products havtng 
ktenttcat tngrediint lists? 
Yes it does. If the label says “gluten free” I buy that item. It is important to know and feel reassured that I deflniteiy wilt not 
get sick when I’m eating. Seeing Gf on packages makes me want to b~y.tha~~~~du~. I am s@%lng to see it more and 
more...even at friends’ houses who are no{ gluten free when they’re trying to flgore’out what X can eat, fll see a food product 
labeied gluten free. They’re amazed that it says that on there and I’m happy because I have something “safe” to eat. 

7. Would yau Hke to share any othgr thoughas sbouf #he need for ec&trate, godsend %te food tabettng, or your 
expertences wtth food tabettn@P 
Celiac is not just simply a diet that we’re trying to follow, we HAVE to follow it for&a&h reasons. Who wants to end up with 
intestinal cancer because of mistabeled or unclear labeling on food products7 Ns already frustrating enough to find out you can 
never ingest anything with gluten again,..trylng to vqed through the labels and grodul%s~ making phone c&s in the middle of 
the store, and stilt leaving without an answer is discouraging, and, I personally have stopped buying certain products because 
companies are not willing to guarantee their products are gluten free. In today’s world, allergies are not uncommon and 
manufactures need to be aware of this, and more accommodating. 

1. What does the term “gtuten4ree’? mean %a you? 
There is no glutinous grains used in the;manufacturlng of the product and that there is no chance of cross contamination with 
other products containing gluten. 

2. How do you tdenttfy foods that dq not- contatn gtwn? 
Read labels very carefully and thoroughly and if not sure, call or cantact the company to check and double check. 

3. How much time do you epend tdqnttfy&q gtuten+ree foods? 
An awful lot of time at the store, researching. companies and calling/contacting through phone or emall. 

4. When you purchase packaged FoqPs, do you purchase foods that are ~~rn~~~y or exctustvety tabeted “g&ten- 
free”? 
Most of the time. Sometimes will we purchase foods that.do not contain gluten, le: @ata chips, but are processed in a facility 
that processes other foods that contain gluten. 

5. Kf so, what types of packaged foods that are t@eted “ig%&en-fraQ” do you ‘P~~es~~ For example: breads, datry 
foods, canned vegetqbtes? 
Breads (frozen) , cookies, cakes/muffins, brownies, pretzels, snack type foods 

6. Does a “glwtan-firea” tabet influe@ce your purcb trig dectston when you have e beak among products havtng 
identical ingredient ttats? 
Yes, because f feel reassured that some ,testing has bean done on the products to ensure the quality of the gluten free label. 

7. Woutd you ttke to share any othey thoughte about the need for ac@irMe, u&de ~abj~ food laballing, or your 
experiences wttb food tabettng? 
ft needs to be as clear and concise as it ;c9n ba because the general poputatlon roads only around an 8th grade level (and that is 
pushing it!). Most people are not savvy enough or educated enough to make good choices. 

The labeling needs to include whether or not the product is produced ln a facility that rna~~a~ures other products with wheat, 
rye, and barley so one can make and informed decision ,.. to buy It or not. ’ Frankly, I do not buy items that share that warning 
because I am taking a chance of feeding, myself and my children potentlatly ~~rnf~l Js that a rlsk that X want to take? 
NO, when it comes to your children, youneed to be as careful as you can be and as in ed as yau can be. If celiac disease 
were an allergy #at affected breathing and you needed an epi-pen to save your Ufe, then a warning on’ the labels wouId be life 
saving, in an tmmediate sense. It is just that the symptoms are so varying among ln~vtduals and some are symptom free is 
exactly the reason that the labels need to be as stringent as possible. 

What does the term gluten free meaR @ you3 



For a long time, I thought gluten-free meant exactly that - that the food had a‘bsalotely no gluten in It. It never occurred to me 
that a food labeled gluten-free could possibly have any gluten in- it. If I read the ingredients, there was nothing that could 
possibly contain gluten. I wasn’t really thinking about et%%-contaminatioir of gl~t~n-~~e foods, I really thought gluten-free 
foods were the safest for my daughter. ‘Since then, of bourse, I have. lear+?d a I@ more &out \klhspt: the term means, It throws 
me a bit to think that one of the biggest threats to her mlgbt be a food that she eats ~0~~~~~~ every day, in rather large 
quantities in part because it is a gluten-free substltutef~ “regular” foods. 13ut Z try to be reatistlc tihen assessing what $&&en 
free means and how much of a threat a regularly consumed gluten-free food 1% J am ~rn~~abl~ that my daughter can safely 
eat the $&ten-free food that is available. 

How do you identify foods that do not contein gl 
I read the ingredient label or I go by a label thiit says g -free on the package, followed by a reading of the ingredient label. I 
do not rely on lists of gluten-free food anymore. 

How much time do you spend;identEfyb%~ glttm- tood5P 
Even 13 years after my daughter’s diagnosis, I would e#mate that about 39 p&Kent af any shopping trip is spent reading labels 
to determine if something is gluten free; TJ?at m@ans if lttakes me 2 hours to shop, about.40 minutes is devoted to reading 
labels. 

Whew you purchase peckaged food+ do you parch foods that are ornate or eW#y labeled &ten free? 
No, I also purchase regular foods from the grocery after.read@ng the label and d@te~~~l~~ that,they are gluten free, I do rely on 
certain products that arVr IabeIed gluten’free, like bread, @Ma, cake mixes etc. Mainly f buy th@ things that couid not be gM.en 
free unless they were specifkaliy made &I be so. 

Doaa the @Men free label influence your ~~~~~~~ decWon when you have a ~~~~~~rno~~ products hedng an 
identke~ ingredient l&at? 
It is always helpful to have a gluten free labal. For exam@!, Uncte Ben’s @hita rke&l#beled gkrten free. I can tell it is gluten 
free by reading the ingredients, but its just nke to have it be &de so simple when mana~l~g, the diet. can be complex. Plus I 
think it helps make you feel less isolated and odd when a: mainstream product carried ‘in a regu#ar gro&#ry is labeled gluten free, 

othar thoughts? 
What I mainly want from a food is avaitability for my dau$hter. What I rtsally want is food companies &at will go the extra step 
to make a product gluten-free if its possible. For example; rke cereal makers who w&d be wilUr@ to use a flavoring ather than 
barley malt that renders a product that should be glutin Fr@? unusabte. But 1 suppose I’m dreaming. What I want from lebellng 
is a clear picture from the label as to what is safe. I don’t’want a Cbel that makes me think ~methi~g might not be safe when it 
actually is, for example a product that contains citric acid made from wheat when, in fact, citric.&d made From wheet is still 
gluten free. I don’t want a label that says a food contains wheat when the amount is too small ta #t$se damage. I don’t want a 
label on something that contains spelt that says the p@&ct is gluten free. I yould like a gluten: free labei that holds compantes 
responsible for testing their products to :be sure they do it& contaln amourits of gluten that dra over acizeptabfe levei$ (currently 
thought to be somewhere around 20 ppms] 
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RE: Dock& number 2005M-0279 

The Nationail inundation for Celtiac Awareness is submitting 
herewith written comments ~gardin g~~~~n-free ~~~~iing of food. 

Enctosed are two ies of the comments ~~~~~t~d 
Executive Director the National F~u~datj~n for Ce 
at the public meeting held on August 19, and the su 
survey data referenced in her comments. 

If you have any que~io~s or require addi~~na~ inf~~mation, please 
contact me at 215-325-1306. 


